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When a loved one is struggling with a 

chronic disease, the impact on principal 

caregivers can be overwhelming. Rarely 

do we have the luxury of focusing on one 

obligation at a time in life. The loved 

one’s needs, as demanding as they are, are 

often in competition with needs expressed 

by a whole host of others. Such demands 

may be temporarily deferred, but children, 

spouses and employers often have a way  

of making their needs known.  Satisfying 

everyone’s needs can be both exhausting 

and disheartening. 

Too often, caregiver self-care is at the  

bottom of the list. As a result it tends to be 

ignored. This is unfortunate on all kinds of 

levels. Caregiver emotional burnout comes 

immediately to mind as a hazard to be 

avoided. But caregiver self-neglect isn’t 

solely emotional. Our experience is that 

caregivers often neglect their own  

personal financial affairs while caring for 

a loved one during a chronic disease  

episode. 

Many of the struggles accompanying the 

management of chronic disease are  

financial in nature, especially when the 

disease is irreversible and occurs in  

advanced age. We Americans are living 

longer and longer, well into and even  

beyond the late-80s+ zone wherein frailty 

and cognitive impairment are frequently 

encountered. The caregiver may become 

intimately aware of any inadequacies of 

the loved one’s financial circumstances.  

It would be paradoxical, indeed, if the 

caregiver’s own financial affairs follow 

the same path.  Grappling with the chronic 

care needs of a loved one should serve as a 

prompt to make sure one is preparing for 

the possibility of a chronic care episode in 

one’s own life.  

Action plan: As you set up a meeting with 

an attorney and a financial advisor to  

assess the loved one’s financial affairs, do 

the same for yourself. If there is no  

suitable established relationship with  

competent professionals, seek  

referrals from friends and family. Support 

group contacts may be particularly helpful. 

You are not the first person to face a care 

giving crisis so be sure to benefit from the 

wisdom of those who have gone before 

you.  
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Planning for future housing needs may 

seem overwhelming, but it’s important to 

find out which type of housing best meets 

your current and future needs.  

Independent living or retirement housing 

facilities may be appropriate for those in 

the early stages of dementia.  This type of 

housing provides limited oversight and 

may offer opportunities for social  

activities and transportation.  

Assisted Living provides more formal 

support.  It typically offers a combination 

of housing, meals, supportive services and 

health care. Assisted living is not  

regulated by the federal government but is 

regulated by the state of Illinois.  Not all 

assisted living facilities offer services  

specifically designed for people with  

dementia, so it is important to ask. 

 

Skilled Nursing Facilities provide  

24-hour care and medical treatment.   

Most have services and staff to address 

nutrition, care planning, recreation,  

spirituality and medical care.  These  

facilities are licensed by the state of  

Illinois and regulated by the federal  

government. 

Alzheimer’s special care units (SCUs or 

Memory Care Units) are designed to meet 

the specific needs of individuals with  

Alzheimer’s disease and other dementias.   

SCUs can take many forms and exist  

within various types of residential care.  

Such units are often cluster settings in 

which persons with dementia are grouped 

within a larger residential facility.    

Continuing Care Retirement  

Communities provide different levels of 

care — independent living, assisted living, 

and skilled nursing — based on individual 

needs. A resident is able to move  

throughout the different levels of care 

within the community if his or her needs 

change.  Payment for these types of  

facilities can included an initial entry fee 

with subsequent monthly fees or payment 

may be based solely on monthly fees. 

 It is important to visit several care  

facilities and ask about their approach to 

care. The Alzheimer’s Association offers a 

care facility checklist as well as a more 

detailed description of housing options 

and fee disclosure requirements on our 

website at alz.org/care/alzheimers-

dementia-residential-facilities.asp.   

 

Housing assistance and support is also 

available 24 hours a day by calling the 

Alzheimer’s Association Helpline at 

800.272.3900. 
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It was winter of 2011 when Carol Mayer 

and Leah Drew sat down over tea to talk. 

The two have a lot in common— both are 

young professionals living in Chicago — 

but while, to a passerby, their meeting may 

have looked like two friends catching up, it 

was, in fact, something far more serious 

that brought the women together.  

Not long before, Mayer’s mom, Susan, had 

been diagnosed with primary progressive 

aphasia.  Similar in pathology to  

Alzheimer’s disease, the neurological  

syndrome impairs language capabilities 

and comprehension. Drew’s mother, 

Lynne, had been diagnosed with young-

onset Alzheimer’s disease in 2005. It was 

Alzheimer’s Association staff that had 

connected Mayer and Drew so each could 

speak with someone who was facing a  

similar experience.     

“Our (meeting) had a comforting, albeit 

very sad, aspect to me. I was able to vent 

and show some emotion that maybe some 

other people in my life wouldn’t under-

stand,” Mayer said.  “Leah was  

informative and supportive without being 

overbearing.” 

Drew also appreciated the opportunity to 

sit down.  

“To talk to someone reeling from this  

diagnosis — I knew exactly what she was  

going through,” said Drew, who had  

previously sought out support services but 

couldn’t relate to other attendees because 

of a pronounced difference in age.  “I 

knew if (Mayer) was anything like me, 

she’d have a lot to get off her chest.”  

Both women are currently members of the 

Greater Illinois Chapter Junior Board, 

which was established in 2011 to raise 

awareness of Alzheimer’s and related de-

mentias, and to take action through  

fundraising events, support programs,  

education and advocacy initiatives. And 

their connection and camaraderie proved  

a catalyst for a new service founded by the 

group of individuals in their 20s and 30s.  

The peer-to-peer mentoring program, 

pALZ, provides resources for young pro-

fessionals facing an Alzheimer’s diagnosis 

in a relative or loved one.  

“The program has been in the works for 

about a year,” said Drew, adding that other 

board members embraced the concept from 

the start.  

In the pALZ program, Mentors and 

Mentees are matched by way of a program 

liaison who introduces the two. The nature 

of each relationship is discretionary and 

Mentors and Mentees may communicate 

via phone, video chat, text message, email 

or in person.  

In forming the program, the Junior Board  

recognized the importance of reviewing 

applications and providing training for 

those who wished to act as Mentors.   

“pALZ Mentors will be trained in tech-

niques similar to those of our support 

group facilitators, learning about the po-

tential dynamics of a mentoring relation-

ship and how to manage any difficult situa-

tions,” said Stephanie Herro, Senior Man-

ager, Support Services.  

For Drew, it’s really about creating a safe 

space between two people. 

“My parents are both social workers so 

talking things out is something I really 

believe in,” she said. 

For more information on the pALZ  

program and how to get involved, go to 

alz.org/Illinois.  
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The free audio conference Improving Communication will take 

place from noon to 1 p.m. Wednesday, September 4. This program 

will equip caregivers, family members and friends with strategies to  

communicate with the person with Alzheimer’s. To register, visit 

alz.org/Illinois or call 309.662.8392.  

The Greater Illinois Chapter offers monthly early stage telephone 

support groups. For details, email  Richard Apple at rapple@alz.org. 
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